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Join us for a day of insights, information  
and conversation at our 2019 AL amyloidosis  
Patient and Family Infoday. 
Our Infodays are designed to  
give you the latest news and 
updates about AL amyloidosis, 
enable you to ask questions  
of experts and provide you  
with the opportunity to share 
experiences with other patients  
and carers. 

The day consists of a variety of  
talks from experts in AL amyloidosis, 
breakout sessions and interactive 
elements, with plenty of time to 
speak to other attendees.

This year’s Infoday for  
AL amyloidosis patients and  
family members is taking place  
on Friday 15 November at  
Friends House, London.
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Welcome
Welcome to the  
Spring/Summer edition  
of AL amyloidosis Matters. 

This edition features an interview 
with Mark McConway who 
will be cycling in the Myeloma 
UK London to Paris Ride in 
September. Mark shares how his 
love of cycling began and what 
his motivations are for taking 
part in the bike ride. 

Les Morris also shares his story  
in our patient experience section.

We take a look at fatigue in  
AL amyloidosis and give some top 
tips for both patients and carers. 

We always like to hear from our 
readers, so let us know if you 
have any topics you’d like us to 
cover in future editions of this 
newsletter.

Alice Baron
Co-Editor

Get in touch
We’d love to hear from you.  
Send any feedback, comments  
and questions to:
servicesadmin@myeloma.org.uk  
or call 0131 557 3332

AL amyloidosis

 

Thank you for an 
excellent, informative  
and reassuring day.

To find out more and to book your place visit  
myeloma.org.uk/Infodays

If there are any topics you’d like to see covered in this year’s programme, 
you can let us know by emailing infodays@myeloma.org.uk

Alice Baron

Sandra Quinn
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Characteristics of patients with renal  
versus cardiac AL amyloidosis 

A comparison of different techniques to identify cardiac  
(heart) involvement in AL amyloidosis has shown that the level  
of NT-proBNP in a patient’s blood is a highly sensitive method  
of detection. The study concluded that the combination of  
NT-proBNP and an echocardiogram is enough to rule out cardiac 
amyloidosis, removing the need for a biopsy of the heart in those 
patients with a low clinical suspicion of cardiac amyloidosis.

Techniques to identify cardiac  
involvement in AL amyloidosis

Clinical trial open for newly diagnosed  
AL amyloidosis patients

A phase III clinical trial has opened for newly diagnosed  
AL amyloidosis patients in the UK. This trial is determining whether 
daratumumab (Darzalex®) plus cyclophosphamide, bortezomib 
and dexamethasone (CyBorD) is more effective than CyBorD alone 
for the treatment of newly diagnosed AL amyloidosis patients. The 
trial is currently running in two centres in the UK. Find out more by 
visiting the Trial Finder on the Myeloma UK website. 

An observational study looked at the differences between  
AL amyloidosis patients with renal (kidney) involvement, cardiac 
involvement and both renal and cardiac involvement. In patients 
not undergoing high-dose therapy and stem cell transplantation, 
patients with renal involvement only had a longer overall survival 
than those with cardiac involvement and both cardiac and renal 
involvement. In addition, the patients with both renal and cardiac 
involvement were associated with lower circulating light chain 
levels, which was not explained by the percentage of bone  
marrow plasma cells. 

TOURMALINE-AL1 trial discontinued
The phase III trial TOURMALINE-AL1 investigating the combination 
of ixazomib (Ninlaro®) and dexamethasone in relapsed and/or 
refractory AL amyloidosis patients has been discontinued. The 
combination did not show a significant improvement in response 
in AL amyloidosis patients compared to standard treatment 
options. Ixazomib is still being investigated in other trials in different 
combinations and AL amyloidosis patient groups. 

News&Notes
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Fatigue and patients 
Fatigue in AL amyloidosis patients can, amongst other things, be as a result 
of treatment, emotional impact, reduced activity and poor nutrition. There are 
a variety of ways it can be treated and managed and often a combination of 
techniques will be most effective at alleviating your fatigue.

Maintain a routine 
Everyone has good days and bad 
days. Try to stick to a routine and not 
over-do things on your good days. 
Keep a diary of your routine and how 
you felt after each activity. This will 
help you identify what eases your 
fatigue, such as a short nap in the 
afternoon, and what activities to avoid.

Eat well 
It can be hard to maintain a well-
balanced diet when you have a 
reduced appetite or are feeling sick. 
Eating little and often can help you to 
keep your energy levels up. You can 
also ask to be referred to a dietician 
who can help by designing a food 
plan for you. 

Improve your sleep quality 
Fatigue can be made worse  
by having your sleep disrupted by 
side effects of treatments such as 
steroids, or by symptoms of your 
AL amyloidosis like peripheral 
neuropathy. Speak to your doctor 
about suitable pain relief and 
adjusting your treatment dosage  
if necessary. 

Additionally, you may find it hard 
to sleep flat if AL amyloidosis is 
affecting your heart and/or kidneys. 
In which case, you can try using 
pillows to prop yourself up.

Fatigue and carers
Caring for someone with fatigue can be exhausting and you may have a 
degree of fatigue yourself. It can be easy to side-line your own needs, but 
if you don’t look after yourself, you are at risk of burning-out and won’t be 
able to look after anyone else. 

Look at ways of taking a break from caring, even for a few hours a week. 
Organise a support schedule that will enable you to have ‘you time’ 
regularly. Loved ones around you may be unaware of the effect your 
situation is having on you, so help them feel more included and useful  
by talking to them about your own needs too.

Living well with fatigue

Almost all patients will 
experience the extreme 
tiredness, lethargy and 
exhaustion that comes with 
being fatigued. For many 
patients and carers, it can feel 
as though fatigue is dominating 
your life, but small lifestyle 
changes can help. 

BY ALICE BARON 
Patient Information Manager,  
Myeloma UK

LIVING WELL WITH FATIGUE

TOP 10 TIPS  
for living with fatigue

1 Plan, pace and 
prioritise

Do things that matter 
to you each day

 Spread chores 
throughout the week

 Do things when you 
have energy and rest 
when you don’t

Maintain a well-
balanced diet and  
eat little and often

 
Take gentle exercise

 

 Ask for help
 

Keep a diary to help 
you identify the times 
you feel most tired and 
what helps you combat 
your fatigue

 Try a complementary  
therapy

Be realistic about what 
you can achieve 

2
3
4

5

8

9
10
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What made you start cycling  
long distances?

I didn’t start cycling until I was 35 
years old. I never owned a bike when 
I lived in the family home in Glasgow. 
We were in a flat two stories up,  
next to a dual carriageway, and  
there were 6 of us in the house.  
The opportunity to own a bike  
just never entered my head.

In my 30s, I was married with  
two young kids who were learning to 
ride bikes. At that point, I decided to 
buy a mountain bike and fell in love 
with it. In the first year, I did about 
1,000 miles and two sponsored 
rides: one in the Trossachs and a 
bigger challenge afterwards. In the 
year 2000, I did my first international 
challenge in Israel and completed 
350 miles on a bike. When I came 
back from that ride, I said to Audrey 
(Mark’s wife) there must be lots 
of people who are in the same 
position as I am and believe cycling 
is for them. That encouraged me to 
take part in what I would call social 
cycling, where I undertake long 
distances in the company of others. 
This is not competitive in any way, 
but collaborative.

At the time of my diagnosis with 
AL amyloidosis, things looked very 
bleak. When I went to London for  
my scans and diagnosis, I was told 
there was no cure. 

They reckoned that my fitness had 
ensured my organs had not failed 
completely and there was a good 
chance I would make a recovery into 
remission, if I went on chemotherapy. 
This was the first bit of good news 
I had received, and I promised 
myself that one day, I would ride my 
bike back from one of my hospital 
appointments in London.

In 2014, my friend and I achieved this 
goal and cycled from Dunfermline 
to London. We did over 500 miles 
and raised money for amyloidosis 
research at the same time. For two 
of those days, we were in saddles 
for 13 hours in horrendous weather. 
However, during the whole journey 
I was smiling inside because three 
years earlier, Audrey was pushing 
me around in a wheelchair because 
I didn’t even have the strength 
to propel myself. The idea I could 
go from trying to walk 15 meters 
without being breathless to 
attempting to ride to London, never 
mind managing it, was unimaginable 
at the beginning of my AL amyloidosis 
journey. It really is about taking it a bit 
at a time and then thinking, I’m going 
to go to the next stage and the next 
one after that.

Why did you decide to take  
part in the Ride?

If I’m being honest, I was really 
attracted to the idea of cycling  
down the Champs-Élysées and 
ending up at the Eiffel Tower. It was 
only after I had heard about the Ride 
that I suddenly realised the charity 
promoting the event was Myeloma 
UK. At that point, it felt as though  
the stars and planets aligned.

I became motivated to do it after 
watching the videos of people who 
had completed it before. I felt an 
emotional connection to them.
Although AL amyloidosis is not 
the same as myeloma, you could 
describe it as a close cousin and 

some of the stories people shared 
in relation to their journey with 
myeloma, I could relate to at  
a deep level. 

I was also a fan of Myeloma UK.  
The reason for that goes back 
to the very first moments of my 
own diagnosis. I remember sitting 
in a wheelchair at the hospital in 
Dunfermline, between having my 
first kidney biopsy and bone marrow 
biopsy. By sheer coincidence, the 
magazine I picked up in the waiting 
room was produced by Myeloma 
UK and I read a section dedicated 
to AL amyloidosis. That was my first 
awareness of the implications of 
an AL amyloidosis diagnosis and 
Myeloma UK. Many of the things  
I have been involved with over the 
years have crossed over between 
the National Amyloidosis Centre in 
London and Myeloma UK. Putting 
all that together, I thought YES, the 
cycle to Paris is made for me.

What motivated you to do the  
Ride for Myeloma UK?

The cycling itself is a motivator 
for me, but I think after I made the 
decision to do it, I started to think 
more about why I was doing it.  
Like AL amyloidosis, myeloma is an 
extremely rare disease. If my Ride 
raises awareness and the profile 
of AL amyloidosis and myeloma, 
and it helps one person to receive 
their diagnosis earlier and get into 
treatment, that alone is a good 
reason to do it. Obviously, fundraising 
is going to help, but from a personal 
point of view, I think I’m probably 
better at raising awareness of things, 
rather than raising lots of money.

What do you do to stay fit  
enough to cycle?

In my own mind, I think my training 
and cycling has helped to deliver 
some very positive outcomes in 
relation to my treatment.

Journey to Paris
An interview with Mark McConway

JOURNEY TO PARIS
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I have lost most of the amyloid 
deposits in my body and haven’t 
been on any drug trials. The 
consultants continuously tell me 
this is remarkable. That encourages 
me to do more and whilst I know the 
statistics for a reoccurrence are still 
very high, I think, if I can keep myself 
fit and healthy and need to undergo 
more treatment, I will be in the best 
possible position to do so. 

The consultants continuously 
tell me that is remarkable. 

I also watch what I am eating and 
don’t overeat, but I am not on a 
particularly healthy diet. I avoid salt 
as much as I can, I don’t drink alcohol 
or smoke and never have, so that 
helps. It is simple stuff really.

What does your training regime 
look like from week to week?
I am doing much longer distances 
than I ever thought possible. Almost 
every weekend I will cycle a minimum 
of 25 miles. Because I am training for 
the Ride, I have increased my usual 
distance to about 45 to 50 miles and 
will do more as I go forward. Although 
I prefer to train outside, I have used 
a turbo trainer. However, it can be 
boring and it doesn’t really get  
any better if you play music. 

During my training for the cycle to 
London, I set up the turbo trainer 
with a projector and used Sufferfest 
videos for my training. They are 
amazing! They allow you to project 
a video of the tour de France and 
you use the turbo trainer at the 
same time. It constantly throws 
up instructions of what cadence 
you should use and for how long. 
Although I have set it up in my garage, 
I haven’t started using it yet. 

It is important not to do too much  
too soon. When you are training,  
you should do a mile and go home. 
You may think that is too easy, but the 
thing about doing something easy is 

that it encourages you to cycle a little 
bit longer next time. If a person cycles 
for a long distance at the beginning, 
they will likely feel sore and suffer 
from cramps, making it harder for 
them to cycle again in the future.

Is there anywhere you  
cycle in particular?
We are quite fortunate, as I have  
40 different routes I can use without 
going through heavy traffic. We live 
in a place called Cairneyhill – the 
clue is in the name. When I leave our 
home, I can go downhill on the way 
out and cycle uphill on the way back, 
and vice versa. Whatever direction 
you take, there is a hill!

If I was going on a longer cycle,  
I would go from Cairneyhill to Saline, 
Saline to Dollar, Dollar to Milnathort, 
Milnathort to Kinross, Kinross to 
Kelty, Kelty to Dunfermline and then 
back to Cairneyhill. That’s a  
48-mile circuit. 

What would you say to someone 
who was thinking about doing the 
Ride for Myeloma UK?
Not everyone who may want to do 
the Ride, will be able to do so.  
I think anyone who is psychologically 
prepared to work can do it. It is 
not something you should sign up 
for because it is a good cause or 
because you like the romance of 
Paris. I think you need to know what 
it feels like to sit on a saddle for at 
least 4 hours and if you are kind of 
comfortable with that or a spin class, 
then I think YES, definitely sign up. 

Although I have some experience in 
cycling, I am nervous about taking 
part. I want to do enough training to 
be comfortable on the Ride, rather 
than just training to slog it out for  
4 days. That’s not what I want to do 
on the Ride. I want to cycle at a pace 
where I can talk to other people  
and have a bit of fun, whilst also 
raising money for the charity. 
However, you don’t need to be a 
regular cyclist to do the Ride. All I  

am saying is that you need to have  
a realistic expectation of what you 
are taking on.

What are you most looking forward 
to during the Ride?
Without a doubt it’s the people. I’ve 
watched almost all the videos of 
people undertaking the Ride last year. 
There is a shared spirit in that group. 
To be part of that is attractive to me. 
Obviously, riding into Paris on what 
looks like a peloton is something  
I am looking forward to.

I genuinely feel cycling has 
unalterably changed my life. I’ve  
met thousands of lovely people at 
their happiest moments. When I take 
people out on their bikes and they 
are laughing, it feels good. They get 
a free lunch and they have a sense of 
freedom that comes with a bike ride 
and if you know you have been the 
author of that experience, it’s great.

What have you done to promote 
the Ride and raise money for 
Myeloma UK? 
I use Facebook primarily and  
a Just Giving page. When I take 
groups of people cycling, I also 
tell them what I am doing. That 
has encouraged some people to 
investigate it. From my previous 
experience of raising money,  
I would say it tends to be nearer  
the time when more people start  
to sponsor me.

What is your target for this event 
for Myeloma UK?
Probably £2,000. The minimum is 
£1,500. Obviously, I would like to 
raise more. 

If you would like to donate  
and support Mark for his 
London to Paris Ride please  
go to his JustGiving page at  
justgiving.com/ 
Mark-McConway1

JOURNEY TO PARIS
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Les Morris, aged 74.

My first indication of AL 
amyloidosis was in late August 
2014, whilst visiting Haarlem in 
the Netherlands. I was attending 
an over 35’s football game, a 
tournament I played until I was 
67 years old. 

At the time, I noticed I was getting 
muscle fatigue in my legs and 
buttocks and was having trouble 
keeping up with everybody. I never 
thought anymore about it until 
March 2015 when I was collecting 
the grandchildren from school.  
I was walking back to the car with the 
children when I felt faint. I held onto 
a nearby lamp post and managed 
to slip to the ground without losing 
consciousness. I was aware of 
people talking around me and was 
helped to my feet by one of the 
parents. I got back to the car and 
phoned one of my daughters who 
came to collect me and drove me 
home, leaving my car where it was. 

I had no further incidences until 
19 May 2015 when I was returning 
to the car with my daughter after 
attending the theatre. I said to her, 
“I feel faint” and after a few more 
steps I lost consciousness. I passed 
out completely and was incontinent 
in both ways. When I came around, 
I saw two people attending to me. 
They were nurses from Stockport 
who had also attended the theatre 
and were cardiac nurses from the 
high dependency unit. They told me 
later, that they were going to fetch 
a defibrillator from their car when 
I was unconscious. 

Afterwards, an ambulance crew 
attended to me and took an 
electrocardiogram in the vehicle 
before I was taken to the University 
Hospital of the North Midlands 
(UHNM), which happens to be about 
400 yards from my house. I did feel 
a bit of a fraud when I arrived at the 
hospital as I felt perfectly normal 
once I arrived. I spent several days 
in hospital undergoing various tests. 
A short time after I returned home,  
I had another appointment with  
Dr Satchi, who confirmed that I was 
suffering from AL amyloidosis, 
which he said was a rare blood 
disease. He said he would arrange 
an appointment at the National 
Amyloid Centre (NAC) in Hampstead 
and I attended the Centre on 
4 August 2015. 

I had started chemotherapy by  
this time. During the diagnosis,  
Dr Satchi told me it was incurable  
and a life shortening disease, but 
it was manageable. He said the 
treatment option was chemotherapy 
and without it I would be dead within 
6 months. It was really a no brainer.

The next incident occurred on  
the 7 August 2015, after attending 
a birthday party. I came home, 
watched TV for about an hour  
and then decided to make my  
way to bed. I visited the bathroom 
on the way, and as I went to wash 
my hands, I collapsed before I could 
do so and fell in the doorway of the 
bathroom. My wife, who at the time 
was a practising nurse, heard me fall  
and came to check on me. 
Apparently, my lips were blue and  
I was unresponsive. She immediately  
called for an ambulance. 

When she returned to the bathroom,  
I was awake and feeling okay again.
The paramedics arrived and did the 

usual observations and said they 
could not find anything wrong with me. 

He told me that my heart 
had stopped for 17 seconds.

One paramedic said, “you’re the 
fittest person I have ever taken to 
hospital”, and with that I was taken 
to the UHNM. Prior to this collapse, 
my cardiologist, Dr Satchi, who had 
diagnosed my AL amyloidosis after 
my previous collapse, fitted a sensor 
in my chest to monitor my heart.  
A radio phone that was installed by 
my bedside, sent information about 
the activity of my heart to the hospital 
every night. On the 14 August,  
I received a call from Dr Satchi 
requesting I attend the hospital so 
that he could monitor my heart more 
closely over the weekend. He told  
me that my heart had stopped for  
17 seconds during my collapse  
on the 7 August.

Had I not recieved the 
diagnosis so quickly...  
I would almost 
certainly be dead now.

I started chemo in August 2015 and 
concluded my treatment in February 
2016. After observing my heart over 
the weekend, Dr Satchi decided that 
I should have a pacemaker fitted, 
which I did on 19 August 2016. Had 
I not received the diagnosis from Dr 
Satchi so quickly and knew about my 
AL amyloidosis, I would certainly be 
dead now. I owe him a massive debt 
of gratitude.

Everything returned to normal and 
remained so until the 23 November 
2016, when I collapsed again. We 

EXPERIENCE
PATIENT
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were having some work done on the 
house and as I helped the workmen 
take some of their equipment to  
the front door, I felt dizzy. I now know 
that if I had sat down for a minute, 
I would have been okay. Carrying 
the heavy equipment caused me to 
collapse, lose consciousness and be 
incontinent both ways. The workman 
hadn’t noticed anything and 
continued to wait outside. When I 
came around, I just rested and didn’t 
trouble the hospital.  

On this occasion, it was decided 
that I was having problems with 
water retention. Dr Satchi put me on 
intravenous furosemide, a diuretic. 
I was on this course of treatment for 
5 weeks and attended the hospital 
every day. The treatment had a 

tremendous effect on my weight, 
and I went from 15 stone 2 pounds 
to 12 stone 2 pounds within a month.  
My chemotherapy regime consisted 
of bortezomib (Velcade®), 
cyclophosphamide and 
dexamethasone. 

From January 2016, I started to 
improve and was put on a daily dose 
of oral furosemide that I continue  
to take.

I have been okay for the 
last ten months and I 
believe that must show 
I am slightly improving.

My serum light chains started off  
as kappa 22.2 with my lambda 98.8. 
After three doses of chemotherapy, 
they had gone down to kappa 21.9 
with my lambda at 33.2. My current 
levels are kappa 25 and lambda 
29.1. They have stayed around 
those levels, sometimes lower and 
sometimes higher, but always within 
a ratio of 1:1. 

I’m still sending monthly blood 
samples to the NAC for analysis and 
can’t fault them for their care and 
efficiency when I have my 6-monthly 
check-up. I have been okay for the 
last ten months and I believe that 
must show I am slightly improving.

Help others by sharing 
your story

If you’re an AL amyloidosis 
patient or carer and you’d  
like to share your story in  
AL amyloidosis Matters, we 
want to hear from you. 

To have your experience  
feature in a future edition of 
the newsletter get in contact 
with us by calling 
0131 557 3332  
or emailing  
myelomauk@myeloma.org.uk

You can also share your story 
and hear others' by joining 
a Support Group. Find your 
nearest Group by visiting 
the Myeloma UK website at 
myeloma.org.uk

PATIENT EXPERIENCE



AL amyloidosis

FOR PATIENTS 
AND FAMILY

�               �       �         myelomaukMyeloma Infoline: 0800 980 3332   myeloma.org.uk   Registered Charity No: SC026116

#myelomainfodaysMyeloma UK 22 Logie Mill, Beaverbank Business Park, Edinburgh EH7 4HG

Our patient and family AL amyloidosis Infoday brings people 
aff ected by AL amyloidosis together to share their experiences, 
hear from experts about treatments and research and to learn 
more about the support Myeloma UK provides.

Chair:

£15
REGISTRATION

To book your place call us on 0131 557 3332 
or visit myeloma.org.uk/infodays

Dr Ashutosh Wechalekar, Reader in 
Medicine and Haematology/Honorary Consultant 
Haematologist, National Amyloidosis Centre

9am–4pm Friday 15 November
Friends House

LONDON
INFODAY

MUK0241-SER AL amyloidosis Infoday 2019 Fullpage-Advert A4 0v1.indd   1 11/07/2019   10:38:19


